Dvstrophic Epidermolysis Bullosa Research Association of

America (D.E.B.R.A.)
Kings County Hospital Center
451 Clarkson Avenue
Building E
6th Floor
Room E6-101
Brooklyn. NY   11203
(718) 774-8700

Handicapping Conditions Served:   All forms of epidermolysis bullosa (EB).
Users Served:  Parents, physicians, nurses, social workers, geneticists.

The Organization: D.E.B.R.A. was established in 1979 by a small number of parents of
children with EB to provide an information and support network for patients and their
families. One of D.E.B.R.A.'s primary goals is to encourage and support research into the
causes, treatment, and cure of this little understood genetic skin disorder, which leads to
localized or widespread blistering. Referrals are made to physicians, surgeons and other
affected individuals.

Information Services: The Association responds to inquiries from patients, their families,
and the general public, with information packets on the nature of EB, research information,
and Association activities. D.E.B.R.A.'s periodic newsletter (samples are free upon request)
reports on research findings, local conferences and workshops, and gives practical problem-
solving advice for patients and their family members, There is a suggested membership fee,
but any donation is acceptable. Most materials are free, The Association assists families in
locating local sources of medical, social, and genetic counseling. D.E.B.R.A, maintains files
of medical information provided to physicians and other health professionals concerning EB
and its treatment, and is in the process of establishing a registry of EB patients. The
organization also sponsors seminars and workshops for EB families and health professionals.

Epilepsy Foundation of America (EFA)

4351 Garden City Drive

Suite 406

Landover, MD  20785

(301) 454-3700

Handicapping Conditions Served:  Epilepsy and seizure disorders.

Users Served:  Disabled persons and their families, teachers, health care professionals.

The Organization; The Epilepsy Foundation of America (EFA) is a national, voluntary
organization dedicated to the prevention and control of epilepsy and its consequences, and
to helping persons with epilepsy, their families and other concerned individuals overcome
the problems associated with this condition. EFA and its 84 affiliated local groups provide
a, variety of services and programs for the person with epilepsy. EFA sponsors a number of
special projects, such as; (1) School Alert, designed to improve school environments for
children with epilepsy by providing materials to help students, teachers and other school
personnel understand the condition better; (2) National Epilepsy Library and Resource
Center, which provides computer access to major medical collections and a wide range of
information resources; (3) Training and Placement Service, which provides job training and
placement to people with epilepsy in 13 cities; (4) Seed Grant Support and training,
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